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Abstract

Introduction: Through The Global Plan Towards the Elimination of New HIV Infections Among Children by 2015 and Keeping their
Mothers Alive, leaders have called for broader action to strengthen the involvement of communities. The Global Plan aspires to
reduce new HIV infections among children by 90 percent, and to reduce AIDS-related maternal mortality by half. This article
summarizes the results of a review commissioned by UNAIDS to help inform stakeholders on promising practices in community
engagement to accelerate progress towards these ambitious goals.

Methods: This research involved extensive literature review and key informant interviews. Community engagement was defined
to include participation, mobilization and empowerment while excluding activities that involve communities solely as service
recipients. A promising practice was defined as one for which there is documented evidence of its effectiveness in achieving
intended results and some indication of replicability, scale up and/or sustainability.

Results: Promising practices that increased the supply of preventing mother-to-child transmission (PMTCT) services included
extending community cadres, strengthening linkages with community- and faith-based organizations and civic participation in
programme monitoring. Practices to improve demand for PMTCT included community-led social and behaviour change
communication, peer support and participative approaches to generate local solutions. Practices to create an enabling
environment included community activism and government leadership for greater involvement of communities.

Committed leadership at all levels, facility, community, district and national, is crucial to success. Genuine community

engagement requires a rights-based, capacity-building approach and sustained financial and technical investment. Participative
formative research is a first step in building community capacity and helps to ensure programme relevance. Building on existing
structures, rather than working in parallel to them, improves programme efficiency, effectiveness and sustainability. Monitoring,
innovation and information sharing are critical to scale up.
Conclusions: Ten recommendations on community engagement are offered for ending vertical transmission and enhancing the
health of mothers and families: (1) expand the frontline health workforce, (2) increase engagement with community- and faith-
based organizations, (3) engage communities in programme monitoring and accountability, (4) promote community-driven social
and behaviour change communication including grassroots campaigns and dialogues, (5) expand peer support, (6) empower
communities to address programme barriers, (7) support community activism for political commitment, (8) share tools
for community engagement, (9) develop better indicators for community involvement and (10) conduct cost analyses of various
community engagement strategies. As programmes expand, care should be taken to support and not to undermine work
that communities are already doing, but rather to actively identify and build on such efforts.
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Introduction the United Nations 2011 High Level Meeting on AIDS, leaders
In 2010, 390,000 children were newly infected with HIV, of committed to work towards achievement of this goal globally.
which 90% were in sub-Saharan Africa (SSA) [1]. However, As outlined in The Global Plan Towards the Elimination of
technology exists to reduce the risk of vertical transmission of New HIV Infections Among Children by 2015 and Keeping
HIV from over 30% to less than 2% and has led to the virtual their Mothers Alive, specific targets include a 90% reduction

elimination of paediatric HIV in industrialized countries. At in the number of new HIV infections among children and a
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50% reduction in AIDS-related deaths among pregnant
women.

The United Nations has developed a comprehensive
approach to preventing vertical transmission of HIV, which
includes HIV prevention measures and a range of care services
for mothers and their children. The approach has four
components:

1. primary prevention of HIV among women of child-
bearing age;

2. prevention of unintended pregnancies among women
living with HIV;

3. prevention of HIV transmission from a woman living
with HIV to her infant by using anti-retroviral (ARV)
prophylaxis or treatment;

4.  provision of appropriate treatment, care and support to
women living with HIV and their children and families.

For each component, PMTCT puts into operation the
concepts of combination prevention and treatment as
prevention for both mothers and children. It also focuses
on the health and wellbeing of families. Further, PMTCT
incorporates an integrated approach to reproductive health,
including the improvement of antenatal, delivery and post-
natal care [2,3].

Ending vertical transmission will require women, often
living in resource-poor settings, to stay engaged with the
healthcare system and face a range of complex and sensitive
decisions over an extended period of time. The Global Plan
identifies specific community actions as essential to the
scale up of PMTCT programmes. It calls on communities to
provide services, referrals and linkages, to help plan and
monitor programmes, to create demand and to fight stigma
and discrimination. In order to inform stakeholders on how
to maximize the role of communities, UNAIDS commissioned
this desk review to help identify promising practices and
document lessons learnt.

Methods

This 2011 study comprised a literature review and key
informant interviews. Methods included extensive internet
research through selected word searches related to commu-
nity engagement and PMTCT. Specific stakeholder websites
were explored, including those of UNAIDS, the United States
President’s Emergency Plan for AIDS Relief (PEPFAR), WHO,
United Nations Population Fund (UNFPA), the United Nations
Children’s Fund (UNICEF) and civil society implementing
partners. Other sites that provided important leads and
resources included the WHO PMTCT Monthly Intelligence
Reports; AIDS Support and Technical Assistance Resources
(AIDSTAR) HIV Prevention Updates; the University of California
at San Francisco’s Women, Children and HIV; the Joint Learning
Initiative on HIV/AIDS; and the Coalition on Children Affected
by AIDS. The types of literature reviewed included journal
articles; published and unpublished reports, evaluations and
reviews; and abstracts, posters and presentations from
international conferences. In proportion with the epidemiol-
ogy of new HIV infections among children, the focus was
largely on SSA, but case studies were identified from other

regions as well. The available body of evidence on best
practices in community engagement for PMTCT largely comes
from grey literature complemented by a small number of
controlled or quasi-experimental studies. More than 200
documents were reviewed.

To supplement the literature review, information was
collected through e-mail exchanges and telephone and
face-to-face interviews (using a semistructured question-
naire) with key informants from organizations supporting
community engagement for PMTCT. Informants were identi-
fied through the literature review and by key contacts at the
global, regional and national level. A total of 35 individuals
representing 26 national and international organizations
were interviewed. The first draft of the paper was reviewed
for technical content by a small group of representatives of
civil society, donor and implementing agencies. This article
summarizes the review report [4].

Four limitations of the study are noted. First, grassroots
initiatives often lack the financial and technical capacity
required for programme monitoring, documentation and
dissemination. Therefore, available evidence is skewed
towards funded activities. Second, PMTCT to date has
focused largely on the provision of ARV prophylaxis, and
less on the other components of comprehensive services to
reduce vertical transmission [2,3]. To augment findings on
the other prongs, leads were sought for promising practices
in community engagement for HIV prevention, family plan-
ning, AIDS care and support as well as maternal, neonatal
and child health (MNCH). Third is attributing change. In most
cases, community interventions have been undertaken hand-
in-hand with facility-based activities and it is difficult to
tease out the specific impact of the community component.
Lastly, the nature of community work is fluid and context-
specific and therefore may be challenging to measure and
interpret, especially in terms of its replicability. Despite these
constraints, the available body of evidence provided some
important promising practices and highlighted gaps that
warrant further attention.

Definitions

Community

“Community” is a dynamic concept meaning different things
in different contexts and to different people. A landmark
study of 94 definitions in 1955 [5] and a subsequent public
health analysis [6] provided the basis for the definition used
in this review, “a group of people with diverse characteristics
who are linked by common ties including shared interests,
social interaction and/or geographic location”.

This definition is deliberately inclusive to embrace the
wide range of communities involved in ending vertical
transmission of HIV, for example current and former PMTCT
clients, networks of persons living with HIV, community
leaders and opinion makers, as well as local non-governmental
organizations.

Community engagement
Loosely defined, “community engagement” is the process of
working collaboratively with and through groups of people


http://www.jiasociety.org/index.php/jias/article/view/17390
http://dx.doi.org/10.7448/IAS.15.4.17390

Ackerman Gulaid L and Kiragu K. Journal of the International AIDS Society 2012, 15(Suppl 2):17390
http://www.jiasociety.org/index.php/jias/article/view/17390 | http://dx.doi.org/10.7448/1AS.15.4.17390

PARTICIPATION MOBILISATION EMPOWERMENT
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Communities are
engaged through a
capacity building process
to plan, implement
and/or evaluate

activities on a sustained
basis to improve their
health.

Communities are
engaged to support
health programmes
through direction or
facilitation by health
professionals.

Communities are
engaged as passive
or active recipients
of health servies.

Figure 1. Spectrum of community engagement.

with diverse characteristics who are linked by common ties,
social interaction and/or geographic location [7]. The spectrum
of community engagement in the health sector encompasses
the three closely related concepts identified above (Figure 1)
[39].

As shown by the arrow, the literature indicates that over
time programmes have moved towards greater community
empowerment through a rights-based approach [8,9].
Although practices reflecting all three concepts are currently
in use for PMTCT scale up, this review focuses on community
mobilization and empowerment. Activities that engage
communities solely as passive audiences for information,
behaviour change or services have been excluded.

Promising practice

For the purposes of this review, a “promising practice” in
community engagement is an approach for which there is
documented evidence in at least one setting of its effective-
ness in achieving intended health-related results, usually
increased PMTCT uptake or compliance. Other important
factors taken into consideration are that the practice has
been (or shows potential to be) replicated, scaled up and/or
sustained.

Results

The promising practices identified are organized as shown in
Figure 2 according to their primary intended outcome; that
is, improved supply of PMTCT services; increased uptake of
PMTCT; and, an enabling environment for PMTCT.

Although this diagram simplifies reality by masking the
dynamics and overlap between the three areas,’ it is offered
as a conceptual framework for stakeholders as they respond
to identified gaps in their PMTCT programmes. Below, the
promising practices are described along with examples and a
brief summary of lessons learnt. The examples are by no
means exhaustive, but are offered to illustrate the practice in
operation and some of the results achieved to date.

Outcome area 1: Communities improving the supply

of comprehensive PMTCT services

Communities extending the workforce

Across various sectors, community members have been
engaged in social development either as volunteers or with
remuneration. The benefits of engaging community members

For example, peer counsellors often contribute to all three outcomes. They
can extend the supply of essential services (e.g. adherence counselling),
increase the uptake of services (e.g. through follow up) and help to create an
enabling environment by modelling positive living.

as frontline health workers are well documented and include
extending the workforce, bringing services closer to people
and, benefiting from the intimate knowledge these workers
have of their communities. The global community health
worker (CHW) Task Force recently called for one million
salaried CHWs by 2015, and has issued a report providing
cost estimates, a deployment strategy and operational design
towards this goal [10].

WHO lists 313 essential tasks for the continuum of HIV
prevention, care and treatment and notes that over a third
can be performed by frontline health workers [11]. Such
workers (including CHWs, mentor mothers and adherence
counsellors) have been effectively used for PMTCT scale up in
many countries and programmes.

The review finds that:

1.  While there are several ways in which communities
serve as health workers, it is useful to anchor them to a
primary healthcare system that promotes task sharing.

2. There is need for functional systems to remunerate and
train the workers and provide supportive supervision.

3. There is need for training to improve service quality,
both for lay staff as well as professional health staff.

4.  Frontline health workers operate most effectively when
communities have a say in their recruitment.

Linking to community- and faith-based organizations
Organized community responses are key to the HIV response.
Community- and faith-based organizations (CBOs/FBOs) are a
crucial source of support for millions of families affected by
AIDS. They span the horizon of HIV needs including preven-
tion, infant feeding, psychosocial and spiritual support,
follow-up and referrals, gender-based inequities, and income
generation. They reach remote areas, bringing services
closer to vulnerable populations. PMTCT can be integrated
effectively into the ongoing work of many CBOs/FBOs,
including both facility and community-based services. The
flexibility of CBOs/FBOs enables them to support implemen-
tation of most of the promising practices found through this
review.
Lessons in practice include that:

1. A first step in developing a community engagement
strategy for ending vertical transmission is to under-
stand existing CBO/FBO activities. This can be accom-
plished through a participative inquiry and mapping
exercise [12—-14].

2. CBO/FBO activities should ideally be linked to health
facilities with an agreement that spells out how each
group operates and how they support one another.

3.  Establishing linkages with CBOs/FBOs that support older
children, women and other family members affected by
AIDS is essential to ensure continued support after their
completion of the PMTCT continuum.

Monitoring PMTCT programmes through civic participation

Poor service quality is a widely acknowledged constraint
to PMTCT and other health services. Many supply-side
strategies, including clinical mentoring, supervision and
the promotion of service standards, are being implemented
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Figure 2. Community engagement practices by intended outcome.

to improve quality. However, in most resource-poor countries
the institutions assigned to monitor public services face
significant limitations. There is increasing interest and
experience in the role of communities as complementary
monitors for health and other public services. A rando-
mized field experiment in Uganda using community report
cards and locally developed remedial action plans demon-
strated that community monitoring can help to reduce clinic
waiting times and absenteeism; improve health facility
cleanliness; increase average service utilization and reduce
under-five mortality [15]. At a national level, both Rwanda
through performance contracts with local authorities [16]
and India through the National Rural Health Mission [17]
are decentralizing monitoring and accountability.

The findings of the review suggest that:

1. Broad and continuous stakeholder involvement may
promote better appreciation of community demands
and lead to greater implementation of agreed reforms.

2. In order to monitor services, communities need
access to timely information, including the evaluation
criteria.

3. Consensus building among health personnel, govern-
ment authorities and the community around their
respective roles and indicators of progress is critical.

4. More research and evaluation are needed on user-
friendly tools to enhance accountability and on the
sustainability of community-based monitoring.

Outcome area 2: Increasing the uptake of PMTCT services
Some of the demand-side factors that inhibit PMTCT uptake
include inadequate knowledge and misconceptions about
HIV, gender inequities, stigma and financial constraints.

PMTCT programmes are engaging with communities to
address these barriers as follows.

Community-led social and behaviour change

communication

The focus of this practice is on engaging communities to plan
and implement social and behaviour change communication
(SBCC) activities aimed at transforming attitudes to improve
PMTCT uptake and promote behaviours that reduce the risk
of HIV transmission. Examples include conversations taking
place in over 16,000 communities in Ethiopia [38] and Men
Taking Action in Zambia,®> a communication strategy that
was associated with increased HIV counselling and testing
among both PMTCT clients and their partners. Implementers
credited the success of the programme to the engagement
of culturally revered community leaders [18]. Other pro-
grammes are addressing stigma and discrimination. For
example, a participatory process undertaken with a rural
community in the Eastern Cape of South Africa led to the
adoption of a community declaration on HIV which among
other actions, resolved “to disclose HIV status with the
knowledge that we would have support from our
communities” and “not to gossip about or humiliate in any
way, those who are known to have HIV/AIDS” [19].

Some of the lessons from community-led SBCC are:

1.  Participatory formative research is essential to ensure
that SBCC messages are relevant.

The important and well-documented benefits of male involvement in PMTCT
and recommended approaches and practices, in the context of women’s
choices, rights and what works for them, are the focus of a recent review also
commissioned by WHO and UNAIDS (Ramirez-Ferrero: WHO [37]).
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2. Community members need training and ongoing sup-
port to master communication strategies that lead to
change.

3.  Communication agents may require some form of
compensation to sustain their activities.

4. Health facilities must be prepared to respond ade-
quately to demand generated through SBCC.

Providing peer support

The engagement of persons living with HIV to provide peer
support is widely practised within the global HIV response.
Working individually or within a group, peers aim to support
women and their families in a variety of ways throughout the
PMTCT process. Individual peers, such as the mentors
supported in mothers2mothers programmes in nine countries
as of mid-2011, recorded improvements in client retention,
CD4 testing, prophylaxis uptake, treatment initiation, dis-
closure and infant testing [20]. In Uganda, Network Support
Agents were credited with having mobilized persons living
with HIV to utilize services, including both clinic-based and
supportive services provided by CBOs [21]. In Botswana, a
male-oriented peer education programme was associated in
the first year with more than doubling of the number of men
who knew their status, quadrupling disclosure rates, and a
six-fold increase in the number of men who accompanied
partners to ante-natal care (ANC) [22].

In Ethiopia, a review of a mothers’ support group initiative
reported that 90% of the mothers and babies enrolled
received prophylaxis, compared to a national rate of 53%
[23]. However, being based at health centres limited
participation for women living far away [24]. A more recent
development in PMTCT programmes is the expansion of
support groups for other family members, for example
mother-in-law support groups in Lesotho or family support
groups in Tanzania [25]. An assessment of a couple support
group initiative in Uganda found that among group members,
communication between partners improved and couples
engaged in better birth planning and adherence to ARV
prophylaxis increased [26]. Some support groups take on a
broader mandate. Many have engaged in income-generating
activities to sustain themselves and extend their HIV-related
activities in the community. In Mozambique, a health centre-
based mothers’ support group initiated in 2008 evolved into
a national registered association and expanded its efforts to
follow up clients who miss their appointments [27].

Lessons learnt from peer support include:

1. Peer support has been associated with improved
PMTCT service uptake and adherence as well as
reduced stigma, including self-stigma and positive
living.

2.  When engaging peer counsellors at health facilities,
it is important to address any potential stigma from
healthcare workers, and to formally incorporate
peer counsellors as an integral part of the healthcare
team.

3. There are many different support group models,
including both clinic and community based.

4. Support groups can be empowered to take on a
broader mandate in the HIV response self-help and
income generation projects.

Maximizing community assets and addressing

economic constraints

The Global Plan suggests that communities can facilitate
scale up by maximizing local resources in support of PMTCT
programmes. For example in rural Nepal, local women were
supported to develop and implement strategies to reduce
neonatal mortality. ANC visits and facility deliveries increased
while neonatal mortality and maternal mortality both
declined [28]. In Uganda where transport is a major
constraint, local motorcyclists were organized to accept
vouchers in exchange for transport to ANC, deliveries and
postnatal care. Facility deliveries jumped from less than 200
per month to over 500 [29]. Promising transport initiatives
are also being undertaken in South Sudan and Nigeria
[30,31].

Lessons learnt include that:

1. Community engagement is a process that requires a
participative approach.

2. Identifying home-grown solutions and mobilizing local
resources helps to guide external funding and ensure
sustainability [32].

Outcome area 3: Creating an enabling environment

for PMTCT scale up

An enabling environment can be developed from two
directions: (a) communities can engage in advocacy to
improve policies and actions around PMTCT, and (b) govern-
ments and development partners can promote policies that
encourage community engagement.

Communities advocating for PMTCT, MNCH

and right to health

Community activists have played a key role since the
inception of the HIV response. Two examples follow:

Based in South Africa, the Treatment Action Campaign
(TAC) is a world-renowned coalition that uses a human rights-
based framework combining social mobilization and legal
action to improve access to treatment. TAC'’s efforts combine
education, HIV treatment literacy and public marches. TAC
employed existing legal instruments to seek PMTCT services
for women, using the provisions available in South Africa’s
constitution. This led to the landmark court decision that
required the South African government to rollout ARVs for
PMTCT at a national scale [33]. In so doing, TAC demonstrated
civil society’s ability to secure public goods by utilizing the
existing enabling environment.

The National Partnership Platform (NPP) works to
“create space” for effective dialogue between civil society,
governments and other stakeholders. The initiative is active
in eastern and southern Africa and comprised of over
55 civil society organizations. In Uganda, the local NPP, in
collaboration with two families and other stakeholders, is
prosecuting the government over two preventable maternal
deaths that occurred in public sector facilities. When court
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action was delayed, hundreds of advocates took to the
streets in protest. The outcome of the trial is still
unknown, but the case is bringing high-level attention to
the issues of women’s health and health as a basic human
right [34].

Key lessons from community advocacy include:

1.  Education on human rights, PMTCT, MNCH and local
health issues will be needed to empower more
communities as advocates and activists.

2. Financial and technical investment is required to build
advocacy skills and coordinate organized activism.

3. Most-at-risk populations, such as poor rural women,
children, injecting drug users, sex workers and others,
are in great need for capacity building in advocacy in
order to strengthen their voices.

4. Sustained activism is likely to be required, especially at
national and local levels, to ensure the elimination of
new HIV infections in children by 2015 and keeping
their mothers alive.

Promoting policies and strategies that support PMTCT and
community engagement

Most major donors, international partners and governments
are now promoting community engagement for PMTCT in
their technical and funding guidance. In Botswana, the
government implemented an intense Total Community
Mobilisation that helped to lay the groundwork for its
successes today. During this mobilization, about 500,000
community members developed individual action plans, with
assistance from trained field officers. An estimated 60% of
the people reached reported having complied with their
plans [35]. Today, the Government of Botswana cites
community mobilization as one of the main strategies for
the national PMTCT programme [36]. In Rwanda, a similar
programme focuses on male involvement. “Going for Gold” is
grounded in high-level political advocacy and intensive
community mobilization with local authorities, CHWs and
“Male Champions”. Credited in part to this effort, male
partner testing has rapidly increased from 16% in 2002/03 to
84% in 2009/10 [16].

These and similar findings reveal that:

1.  High-level political leadership is essential to the success-
ful scale up of community engagement and PMTCT.
More effort is needed to generate sufficient political
commitment in all countries working on the Global
Plan.

Conclusions

Ending new HIV infections among children by 2015 and
keeping their mothers alive is possible, but will not be easy. As
reinforced through this review, success will require the
sustained engagement and unique inputs of various commu-
nities, from small informal groups at the grassroots level right
up to global coalitions. The good news is that implementers
and experts are conducting many effective community
engagement strategies. What remains is to share, strengthen

and apply these strategies while rapidly scaling up dedicated
resources and community engagement programmes in sup-
port of PMTCT, HIV and MNCH. However, as programmes
expand, care should be taken to support and not to under-
mine work that communities are already doing, but rather to
actively identify and build on such efforts. The following 10
recommendations are offered to facilitate not only achieve-
ment of goals of the Global Plan, but also important broader
benefits for women, families and communities.

1. Expand and support the frontline health workforce
for PMTCT scale up: Given the documented benefits
of a community workforce for PMTCT and for health
more broadly, this review strongly supports the call
for 1 million CHWs by 2015.

2. Increase engagement with CBOs and FBOs: To more
fully embrace the potential of existing commu-
nity organizations in PMTCT scale up, it is recom-
mended that PMTCT implementers identify and more
fully collaborate with local CBOs and FBOs; that
donors increase technical and financial support for
CBOs and FBOs, and that governments support the
engagement and capacity development of CBOs and
FBOs.

3. Bring accountability closer to the level of service
provision: Emerging evidence indicates that commu-
nity-based monitoring can increase the uptake and
quality of health services, ultimately improving health
outcomes. National and local PMTCT programmes are
encouraged to pursue mechanisms for community-
based monitoring using a rights-based and collabora-
tive approach with community members.

4. Promote community-driven communication: Issues
surrounding ending vertical transmission, HIV, sexual
and reproductive health and MNCH, including gen-
der relations, are deeply rooted in culture and
community. Communities themselves are best posi-
tioned to identify, challenge and transform harmful
practices and norms. Governments, implementers
and donors should invest in community-led SBCC
programmes that empower citizens, especially
women living with HIV.

5. Engage persons living with HIV to provide peer
support: Peer support is a key element of many
PMTCT programmes. Qualitative evidence suggests
that peer support can improve self-esteem, encou-
rage positive living and reduce stigma, including self-
stigma. This paper recommends building on peer
engagement in locally relevant and sensitive ways to
facilitate PMTCT scale up.

6. Empower communities to maximize their assets and
identify their own solutions for PMTCT scale up:
Programmes can benefit by supporting community
members to identify barriers, mobilize existing
resources and create their own local solutions.
Factors in the success of this approach include
providing communities with the relevant informa-
tion and opportunities for constructive dialogue as
well as adequate seed resources and technical
support to mount and sustain their responses.
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7. Support community activism for improved and
sustained political commitment: Community advo-
cates have had a role in advancing the HIV response
since its inception. They have been an outspoken
and effective voice for disenfranchized groups
hard hit by the epidemic. Investment in developing
local advocacy skills and sustaining strategic activ-
ism will be vital to meet the goals of the Global
Plan.

8. Develop and share tools to facilitate decision-making
and implementation of locally appropriate commu-
nity engagement activities: There is an urgent need
for concrete tools to assist country teams in plan-
ning, implementing and evaluating their community
engagement strategies and activities.

9. Develop  better indicators  for  community
engagement: There is a pressing need for better
indicators to describe and measure the process and
results of PMTCT programmes engaging with com-
munities. There is also need to conduct more
evaluation of community engagement practices
especially in terms of health outcomes.

10. Cost analysis: Very little information was found on
the costs associated with community engagement.
Guidance for donors and implementers would be
greatly strengthened by more cost analysis,
especially studies that compare the cost effective-
ness of different approaches to community
engagement.
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